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ABSTRACT 

This report presents the findings of a study which 
examined the service delivery system for adolescents with chronic 
illness, through a survey of 248 directors of public agencies and 
programs of the 50 states and the District cf Columbia, with a 73 
percent response rate. The seven programs surveyed within each state 
were Maternal and Child Health Programs, Children with Special Health 
Care Needs Programs, Adolescent Health Coordinators, Departments of 
Special Education, Mental Retardation/Developmental Disabilities 
Programs, Developmental Disabilities Councils, and Vocational 
Rehabilitation Services. Study findings are analyzed in terms of 
which services are currently available to adolescents, which programs 
are emphasized, which agencies should provide services to adolescents 
with chronic illness or disability, identification of major issues, 
and preparation for the future. Key findings include: (1) adolescents 
are not considered a priority either for funding or programming; (2) 
specialty medical services appear to be universally available but 
primary health care and psychosocial and health promotion services 
are not; and (3) the three most important factors limiting successful 
transition to adulthood were insufficient transition planning, 
transportation/location of service, and vocational training. Seven 
policy recommendations are offered. (JDD) 
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Executive Summary- 



We began the decade of the 
1990s knowing a few things 
about adolescents with chron- 
ic conditions. For example, we 
know that they are living 
longer. Indeed, at least 85 per- 
cent of all children bom with 
disabilities will survive until 
their 20th birthday. Today, 
ninety percent or more of chil- 
dren with asthma, diabetes, 
sickle cell anemia, hemophilia 
and kidney disease survive 
well into adulthood, when 
less than a generation ago, the 
outlook was bleak. 

We also know that, regard- 
less of condition — health or 
illness — adolescence is a time 
of intense self-examination. 
By the time a child with a 
chronic illness or disability 
becomes an adolescent, that 
child is acutely aware of soci- 
ety's ideal physical image, 
and that image is not one that 
includes illness or disability. 

We know that too often 
teenagers with disabilities 
move into adulthood with 
limited social skills. They 
have fewer opportunities to 
consolidate self-identity, to 
achieve independence from 
family and to find friends. 

We also know that less 
than 20 percent of employ- 
ment-aged individuals with 
disabilities are employed. 





Against this background 
we asked the question: "What 
services are available for these 
young people?" In late 1990 
and early 1991, the National 
Center for Youth with 
Disabilities surveyed the 
directors of seven public 
agencies and programs of the 
50 states and the District of 
Columbia. The seven public 
sector programs surveyed 
within each state were: 

■ Maternal and Child 
Heath Programs 

■ Children with Special 
Health Care Needs Programs 

■ Adoti-scent Health 
Coordinators 

■ Departments of Special 
Education 
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■ Mental Retardation/ 
Developmental Disabilities 
Programs 

■ Developmental Disabilities 
Councils 

■ Vocational Rehabilitation 
Services 

The survey asked about 
program priorities, what ser- 
vices are necessary and who 
should provide the services, 
The response rate was excel- 
lent — 73 percent — especially 
given the length and com- 
plexity of the questionnaires. 




The information obtained 
provides valuable insight into 
our country's service deliver}' 
system for adolescents with 
chronic illness, but more 
importantly, helps indicate 
the direction for policy and 
program development on 
behalf of youth with disabili- 
ties. 

Survey Finding* 

The single, overwhelming 
impression the data give is 
that adolescents are not con- 
sidered a priority — either for 
funding or for programming. 
When asked which age group 
receives programming priori- 
ty, more than 85 percent of 
program directors reported 
that infants and toddlers 
through the age of two-years, 
receive the greatest program- 
ming emphasis. 

Yet, the increased survival 
rate of youth with chronic 
conditions, coupled with the 
relatively low priority given 
to sen-ices for teens, strength- 
ens the challenge and need to 
provide social and psycholog- 
ical support for children and 
their families bevond child- 
hood. This survey documents 
the gaps in service and chal- 
lenges agencies to develop 
policy that guides adolescents 
into adulthood. 
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Specialty Medical Services 

Specialty medical serv ices, 
particularly those offered 
through Children with Special 
Health Care Needs programs, 
appear to be universally avail- 
able to teens with chronic 
conditions: ^8 percent of the 
states report making such ser- 
vices available. Case manage- 
ment services are offered by 
percent of Children with 
Special Health Care Needs 
programs. 

Howev er, beyond these 
two services, youth-focused 
activities are tar more sporad- 
ically available. For example, 
primary health care — critical 
to adolescents' overall good 
health — is provided by 47 
percent of Maternal and Child 
Health programs, fewer than 
half of all trie states. Primary 
health ca r e is provided 
through fewer than a quarter 
of Children with Special 
Health Care Needs programs. 




Psychosocial and health 
promotion serv ices are 
ottered with even less fre- 
quency. Overall, less than one 
in every five states appears to 
make such services available 
to youth with chronic condi- 
tions. A higher level of ser- 
vices in both Maternal and 
Child Health programs and 
Children with Special Health 
Care Needs programs exists 
in those states that have des- 
ignated Adolescent Health 
Coordinators, especially in 
the areas of psychosocial and 
health promotion ser\ ices, 
but onlv 33 states had such a 
position in 



Program Priorities tor State 
Programs 

The adolescent population 
tends to be underserved. 
Other age groups are consis- 
tently given higher priority 
for the provision of services. 
Some of that preference is his- 
torical, some is mandated by 
federal and state legislation, 
and some simplv because 
other age groups appear to 
have more "aggressive" advo- 
cacy groups. In addition, 
some directors said that ado- 
lescents are "healthier" than 
other population groups. 



Regardless, directors 
emphasize programming for 
either younger or older popu- 
lations. Maternal and Child 
Health programs, Children 
with Special Health Care 
Needs programs. 
Departments, of Special 
Education and Developmen- 
tal Disabilities Councils place 
emphasis on birth through 5- 
years-of-age; Mental 
Retardation/ Developmental 
Disabilities programs along 
with Vocational Rehabilita- 
tion Services place their 
emphasis on the young adult. 
Few saw adolescence — ages 
12 to 18— as critical. 
■ Ninetv-one percent of 
Maternal and Child Health 
directors and 86 percent of 
Children with Special Health 
Care Needs directors report 
that the birth to 2 age group 
receiv ed their most extensive 
program emphasis. 



'Tfte single, 
ovenvhelming 
impression the 
data give is that 
adolescents are 
not considered a 
priority -either 
for funding or for 
programming/' 
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■ Three age groups — birth 
to 2, 3 to 5 years and 6 to 1 1 
years — account for three out 
of every four Special 
Education directors' choice as 
their most extensive program 
emphasis, 

■ Two of every three (67 
percent) directors of Mental 
Reta rda tion /Developmenta 1 
Disabilities programs selected 
the 19 to 29 years and older 
than 29-years-of-age groups 
as the one currently receiving 
the most emphasis. 

■ Over 80 percent of 
Vocational Rehabilitation 
Services directors report that 
the 19 to 29 and 30 to 39 years 
age groups were their choice 
as receiving the most exten- 
sive program emphasis. 

A "ivish list" didn't change 
the outcome. When asked, 
"Who should receive the most 
extensive program emphasis 
were funding not to be a con- 
sideration?" — the results did 
not significantly change. Only 
the Vocational Rehabilitation 
Services directors selected 
adolescence as the age group 
which should receive the 
most extensive program 
emphasis. Clearly, money is 
not the sole reason for the 
preference for other age 
groups. Adolescence just 
doesn't sell. 

A majority of directors said 
it was the school's responsi 
bilitv to provide training and 
guidance in nearly every area. 



financial planning, vocational 
counseling, vocational skill 
development, sexuality, family 
life education, drug preven- 
tion, self-advocacy, health 
education, and health services. 
These data suggest that we 
wiy be seriously overloading 
our schools with responsibili- 
ties more appropriate for other 
programs and agencies. 

fust W/wf are the Issues in 
Transition ? 

All program directors 
acknowledge the importance 
of transition to adulthood for 
adolescents with chronic con- 

"hi this country, 
adolescents are 
not a priority 
and are vastly 
underserved. ' 



ditions, although there are a 
few differences in their per- 
ceptions of the most impor- 
tant factors: 

■ Overall, directors consid- 
er insufficient transition plan- 
ning, transportation /location 
of service and vocational 
training as the three most 
important factors which limit 
successful transition. 

■ Maternal and Child Health 
and Children with Special 
Health Care Needs directors 
believe health care financing 
and insurance coverage to be 
the single most important 
factor. When all directors 
were included, insurance 
coverage was fifth on a list 
of nine factors. 

■ Generally, the public sec- 
tor programs view access to 
health care as a far greater 
problem for adolescents with 
chronic conditions than the 
availability of health care. 

Seventy-seven percent of 
directors felt that adolescents 
with severe chronic illness, 
without overt manifestations 
of physical disability, would 



experience various employ- 
ment-related problems. 
Survey data indicate that a 
significant percentage of 
directors did not know how 
successfully these problems 
were being addressed. A 
strong need for interagency 
collaboration was reflected in 
the findings. 

Wliat s Known? 

Few programs actually 
conduct special studies or 
needs assessments of adoles- 
cents and young adults with 
chronic illness or disability. 
Overall, just one in five (20 
percent) state agencies had 
ever conducted such a study. 

This study shows that: 
r M State level legislation is 
viewed as a positive factor by 
27 percent (it enables service); 
15 percent say it interferes 
with service provision. 

B One in every five direc- 
tors agree that program 
expansion is necessary. 

■ One in every five direc- 
tors emphasize the nevd tor 
increased funding. 
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Those who work with ado- 
lescents hove o clear obliga- 
tion to make the situation 
known. This study shows 
more than a case of inequity. 
The difference? in programs 
across the entire public sector 
are enormous. States need to 
improve delivery systems, 
making them more efficient, 
more collaborative and more 
coordinated. Given the 
increased survival of young 
people with disabling condi- 
tions, there is a compelling 
need that: 

■ Priorities across age 
groups must become more 
equitable. 

Si Adolescent Health Coor- 
dinators should be positioned 
in every state for coordination 
and resource allocation. 

H States must translate uV 
iwareness and concern tor 
transition health services into 
actual delivery systems that 
meet the needs of vouth with 
chronic conditions. 

B States need to develop 
specific pohev initiatives to 
address the needs of adoles- 
cents with chronic conditions 
and to continue to aggrcssive- 
Iv advocate tor programs 
and resources that, in tact, 
implement the goals ot those 
policies. 




This report elicits a com- 
plex set of reactions. There are 
both causes for concern and 
opportunities to be pursued. 
In manv ways the lack of 
focus on vouth is neither sur- 
prising nor historically inap- 
propriate. Services tor chil- 
dren throughout the twenti- 
eth century have focused on 
meeting the acute needs of 
preventing malnutrition 
through milk stations and, 
more recentiv, through pre- 
venting infectious diseases 
through sanitation and immu- 
nizations. The history ot the 
"prevention movement" has 
had both early identification 
and earlv intenention as 
basic tenets. 

Clearly, we have been the 
beneficiaries of those policies, 
tor today over percent of 
all children bom with chronic 
and disabling conditions will 



reach their 20th birthday. 
Because ot the success of 
many ot our early interven- 
tions, it is more critical than 
ever that issues facing youth 
with disabilities be on nation- 
al, state and agency agendas. 
What is being advocated here 
is not that \crease our 
commitment to children with 
special health, education and 
social needs in the first few 
vears ot life; but rather that 
we expand our horizons, our 
mandates and resources to 
assure that all we have 
achieved in childhood is not 
lost in adolescence. It is time 
that we attend to the needs of 
vouth with chronic and dis- 
abling conditions m wovs we 
have vet to do in the United 
States. 



Recommendation 1 : 

The issues facing adoles- 
cents and young adults with 
chronic and disabling condi- 
tions need to be better 
understood at the state level. 
States must understand and 
focus attention on the total 
needs of youth with disabili- 
ties: How does the health of 
a young person relate to 
career or educational choices 
or opportunities? 

We call on state Children 
with Special Health Care 
\eeds programs to undertake 
state-level needs assessments 
of young people 15 to 24 
years-of-age to better under- 
stand their needs as they per- 
ceive them. Such a needs 
assessment must include 
physical, educational, voca- 
tional and social needs. 

Recommendation 2: 

The activities of state 
agencies which serve young 
people with chronic and dis- 
abling conditions need to be 
better defined. 

We call upon state 
Developmental Disabilities 
Councils to undertake an in- 
depth analvsis of state agen- 
cies that serve young people 
with chronic conditions so 
that those who provide ser- 
vices and run programs at the 
state and local level can have 
a better understanding of 
what each other is doing. 
There is a profound informa- 
tion gap at the state level of 
sister agency activities. 
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Recommendation 3: 

Federal legislation should 
mandate increased priority 
be given and resources be 
directed to youth with chron- 
ic and disabling conditions. 

We call upon lawmakers to 
address the needs of young 
people with disabling condi- 
tions. While many agency 
directors did not seem to 
believe that legislation will 
make much difference, it is 
also clear that many agency 
priorities are driven by leg- 
islative mandates and /or 
federal funding priorities. 
There is little reason to believe 
that without a bold federal 
initiative, many agencies 
will reorder or expand their 
priorities. 

Recommendation 4: 

A federal task force of 
interagency directors needs 
to be established. 

We call upon federal 
agencies which serve young 
people with chronic and 
disabling conditions to imple- 
ment the rhetoric of intcra- 
gencv collaboration which has 
been long espoused. Federal 
leaders need to role-model 
such collaboration. An ongo- 
ing working group of direc- 
tors of agencies that serve 
children and youth with dis- 
abilities would accomplish a 
number of objectives - 
■ increased awareness and 
recognition of the needs ot 
vouth at the national level. 



■ shared information of 
agency priorities and activi- 
ties; 

■ potential reduction in 
duplication and /or competi- 
tiveness; 

■ development of multia- 
gencv initiatives; 

■ role-modeling intera- 
gency collaboration. 

Recommendation 5: 

Broad-based interagency 
collaboration at the state 
levsl should be federally 
mandated. 

We call upon federal agen- 
cies to mandate their state 
counterparts require docu- 
mentation of state-level inter- 
agency collaboration. This can 
be done in much the same 
way as other agency require- 
ments are established and 
documented. Furthermore, if 
federal agencies collaborated 
at the national level, new pro- 
grams and y rojects could be 
established to encourage new 
collaborative initiatives at the 
state and local levels. 

Recommendation b: 

Interagency programs and 
projects need to be carefully 
evaluated. 

Does interagency coordina- 
tion and collaboration really 
improve the services to ado- 
lescents? We need to carefully 
assess program outcomes 
as we expand programs. We 
need to study models of 
collaboration to learn what 
works and tor whom. 



Recommendation 7: 

States need a focal point 
for coordinating interagency 
activities related to youth 
with disabilities. 

We call upon Adolescent 
Health Coordinators to have 
the responsibility for coordi- 
nating youth-related intera- 
gency activities as part of 
their defined roles . For this to 
occur, ever\ 7 state needs to 
establish such a coordinator 
position. Survey data clearly 
indicate that the Adolescent 
Health Coordinators serve a 
valuable role by maintaining 
the visibility and in address- 
ing youth issues. These indi- 
viduals are ideally situated to 
chair interagency task forces 
and to facilitate interagency 
programs at the local level. 



Robert Wm. Blum, M.D., 
Ph.D. 

Project Director 



Nancv A'. Okinow. 
Executive Director 





• « Nation.ll Center for Vouth with Disabilities c > 



Introduction and Methods 




This report presents the 
results of a survey conducted 
by the National Center tor 
Youth with Disabilities on 
issues related to adolescents 
with chronic illness and dis- 
ability. The survey was com- 
pleted in W\. Seven agencies 
within each state were sur- 
veyed: 

■ Maternal and Child 
Health Programs 

■ Chi Id ren w i th Sped a 1 
Health Care Needs Programs 

■ Adolescent Health 
Coordinators 

■ Special Education 
Departments 

■ Developmental 
Disabilities Councils 

■ Mental Retardation/ 
Developmental Disabilities 
Programs 

■ Vocational Rehabilitation 
Services 

The intent ot the study was 
to obtain a comprehensive 
picture ot the nation's public 
sector service delivery s\ stem 
tor vouth with disabilities. 



In late questionnaires 
were sent to the directors of 
the seven state agencies listed 
above. Three weeks later, a 
second mailing was sent to 
non-respondents. Subse- 
quently, a reminder telephone 
call was made to non-respon- 
dents as the final means ot 
obtaining a response. Ulti- 
mately, responses were 
received from 24S program 
directors, which represented 
an overall response rate tor 
the survev of 73 percent. (See 
Appendix A.) 

The survey process is com- 
plicated bv the tact that state 
agencies across the country 
do not otter consistent pro- 
grams. In some states, the 
se\ en program / agency areas 
into which the survev was 
structured were indeed sepa- 
rate; in others, they were com- 



"T don't think, at 
this time, that the 
state is looking 
beyond the special 
needs of younger 
children. TJtis 
is a forgotten 
population 
primarily because 

we have little 
data on the extent 
of the problem and 
the needs/' 

bined. And, in other states, 
some do not exist at all. Tor 
example, at the time ot the 
survey, only 33 states had 
someone designated as an 



Adolescent Health Coordin- 
ator. Collecting even descrip- 
tive information across states 
is complicated. They use dif- 
ferent terms, titles, services, 
organizations, jurisdictions, 
jargon, and acronyms. Even 
populations served and eligi- 
bility criteria are not always 
the same. Some states admin- 
ister services on a state-wide 
basis: others do so through 
smaller units, such as counties 
or school districts. Many 
agencies simply do not collect 
data that focuses on those 
who are a-;o 10 to 21; thus, 
agencv responses frequently 
represented "best guesses." 

Finally, interagency com- 
parisons were limited. At 
times, it was possible to 
aggregate and compare 
responses across agencies; at 
other times, the questions 
a ; ked were agency-specific, 
allowing only for presenting 
information on a program- 
specific basis. 
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What Services Are Currently 
Available to Adolescents? 
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'The multiple and 
long term needs of 
such adolescents 
cannot be met by 
a single agency. 

Interagency 
collaboration is 
the only hope an 
individual has 
for long term 
support services." 
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Services Offered by State Title V 
MCH Programs, 1990 




Service 


Percent of States 
Offering Service 


Number 


t»peaalt\ medical some?* 


56°° 


16 




53° o 


17 


I'riman HealthLau- 


47°o 


15 


Srvharmh Lifi-iMucatu'i- 


34°o 


11 


Homo Health M?r\ke 


26°c 


9 


harnilx Support* 


28°o 


9 


lndi\ iJuol transition Planning 


22% 


7 


S'hool hen Ith Clink-* 


19°c 


6 


Iton: prevention 


16°o 


5 


Hollow up ot lormcr client- 


12 c o 


4 


Menial health *erv k i* 


12°o 


4 


s-lt-ad\iK.u\ trame*.: 


12% 


4 



setting and monitoring 1 te\h- 
meal a**i*taiuv: information 
and education: and intera- 
gencv i coordination and 
reporting. In recent war* 
stati- 1 itle \ program* ha\ e 
increased their adolescent 

KKli* 

■ Neariv all state C hildrei 
with r»pecial 1 lea Ith Care 
Needs program* ( MS percent' 
report that special t\ medkai 
*.er\ ices tor adolescents aie 
available. Primarv health care 
availability, however, fall* to 
2^ percent through Children 
with special i lealth Can 
Need* program* and 4" pci- 
cent through Maternal and 
Chili! Health program*. 

■ E-.i^htv-nine percent ot 
Children with special I lea It I'. 
Care Need* programs report 
providing some form tit cast- 
management services lor 
vouth with special health care 
ivjed* 

■ Onlv 4^ percent ot state 
Children with special i lealth, 
Care Needs programs indt- 

i ale that individual transition 
plan nine *er\ ice* are av ail- 
able tor teen*: these serv ke* 
decline to about halt that Ire 
i|iieni \ [22 peri enti toi 
Maternal and c luld 1 lealth. 
program* 
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■ Verv tew state Children 
with Specie! 1 I lealth Care 
Needs programs provide tor 
drug abuse prevention (7 per- 
cent), mental health services 
(4 percent), tracking or fol- 
low -up ot former clients (14 
percent), or school-based 
health services ( L ) percent) tor 
adolescents with disabilities. 
Maternal and Child Health 
programs do not appear to 
provide these services in anv 
greater frequency. In many ot 
the states there is no reason to 
believe that the majority ot 
vouth with chronic and dis- 
abling conditions receive such 
services at all. 

■ Where thev e\Ut, health 
promotion services appear to 
he the domain ot Adolescent 

1 lealth Coordinators. 

■ Ot the V> states with 
\dolescent I lealth < oordm- 
ators, 20 responded to the sur- 
\ e\\ and ot those, fro percent 

i 13) reported providing 
se\/tamilv lite education; 33 
percent (11) provide drug 
.ib use prevention; and 30 per- 
cent ( 10) provide case man- 
agement services to vouth 
with chronic and disabling 
conditions. 



Services Offered by State Title V 
CSHCN Programs, 1990 




Service 


Percent of States 
Offering Service 


Number 


Specialty medical services 


98% 


43 


Case Management 


89% 


39 


Family supports 


64% 


28 


Individual transition planning 


43% 


19 


Home Health service 


39% 


17 


Primary health care 


25% 


11 


Sex /family life education 


18% 


8 


Self-advocacy training 


18% 


8 


Follow-up of former clients 


14% 


6 


School health clinics 


9% 


4 


Mental health services 


9% 


4 


Drug prevention 


7% 


3 



■ States with Adolescent 
I lealth Coordinators appear 
to provide more ot the social 
cind emotional support scr- 
\ ices than in states where 
such coordinators do not 
exist, (or example, 35 percent 
report providing family sup- 
port with an equal number 
providing individual transi- 
tion planning; 30 percent olfer 
career planning and assess- 
ment; 1 3 percent have ^elf- 
advocacy training programs; 
and 10 percent undertake 
post -gradual ion follow -up. 



I'nble 



Services Offered by State Adolescent Health 


Coordinators, 1990 




Service 


Percent of States 
Offering Service 


Number 


Sex /family life education 


65% 


13 


Drug prevention 


55% 


11 


Case management 


50% 


10 


School health clinics 


40% 


8 


Family supports 


35% 


7 


Individual transition planning 


35% 


7 


Career planning/assessmeot 


30% 


6 


^elf-ad vocacv training 


15% 


3 


IW -graduation follow up 


10% 


2 
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>lh\u! I Jift'./f/tvf / ''t'v. 
/ VrWi ••w/Mi" / 
uvnii /'s: <im/ A lei/.'.;. 
Rt'uuLuwl VA7er/^v , : , 

Departments ot special 
Idueation report .1 wide 
range ot educational. \oca- 
tion.il and ps\chosocial sei- 
\ ices to adolescents with dis- 
abilities. Man\ ot those sei- 
vices, provided in niiwt u1h' s 
bv local school districts, 
extend bexond the core odu- 
cations 1 curriculum, an J ,in- 
mandated h\ tod era I and state 
legislation. I he lndi\ lJuaN 
with Disabilities I ducaiion 
Act (11)1. \. roi merlv the 



"Federal program 

requirements 
appear to conflict 
with one another. 
Common 
applications, 
eligibility 
requirements and 

treatment 
standards would 
be desirable." 



Services Offered by State Special 
Education Programs, 1990 




Service 


Percent of States 
Offering Service 


Number 


Adaptiw i-uuipivi-.^ 


89% 


32 


Supported I'mplox tnriM 


89% 


32 


1 *.tvr planning .M^mtist 


81 % 


29 


C >ii-ini--ii»n tMitVT'j 


80° c 


29 


InJixiJual transition pianni-*-.; 


78% 


28 


\ Jrm; prvxiwif" 


75% 


27 


(» ,w* maii.wnii"-: 


72% 


26 


\oV pkui-nvni 


67% 


24 


IVtmmuI v(K<uu>n.il jdiu^tnxrl 
counseling 


64% 


23 


fob M:r- 


61% 


22 


s* \ i.irml*. Iiit- iMiii.Um 1 ' 


58% 


21 


IW-cr.kliMtH'n up 


53% 


19 


i-.im hi. stipii*! I* 


53% 


19 


'■h !:-.uU*h.v. ir.xin-v 


44% 


16 


I irum i.il pijnnir..: 


36% 


13 



I illicit ion tor All i laiuii 
capped Act. P.I . l '4-142) man- 
dates each state to pro\ itle a 
tree appropriate education in 
the lo.M restn« tt\ e setting 
and based on an nulix idua' 
educational plan. 

Xmendnients to II >r \ added 
a new definition ot transition 
and the requirement that nan 
vitu»n son Res and planning 
be added to mdi\ ulit.il stu 
dent plans beginning at age 

11 or \oungor 



1 or the most part, stale 
education agom ies sot pohc\ . 
maintain data systems, pre- 
pare state plans to secure led- 
era I Unuls u»r sen kos. de\ el- 
1 ip rules and regulations 
monitor Uual ediuahon pio- 
grains tor compliance, and 
pio\ ulo information, trainin-.; 
and tochnual assistance to the 
Kual s L hool distru t or edm 
tion ageiu \ 



■ At ieast so peiieiit ol a!! 
states pi\»\ ule tour sor\ iu- 
.ulaptix e euju'pmenl tS*» pe 1 ■ 
cent i. supported emplo\ men' 
(s" percent), career planum.; 
and assossmont isl peuenp 
and on-the-iob trainin*; is ' 
percent' 

■ lndi\ idual transition 
planum*: (7s portent i. drug 
pre\ eiition i~ > portent ) and 

c ,ise management (72 percent 
are all oltereJ b\ more than " 
out 01 even In ot Hie state 
spot lal education program- 

■ \lan\ sen ices are 
assumed In 01 deterred to 
special education I or e\am 
pie. ps\ k hosOk lal \ otational 
sor\ lies iiu hiding personal 

\ in ational adjustment 
lOUiiseling job placemen! 
so\. tamiK lite education 
tamiK supports. solt-adwua- 
cv training and hnantial 
planning wort 1 all reported as 
a\ ailable b\ special education 
programs (>oe I able 4 > 

■ \\ ith the o\iopt!on o! 
selt-ad\ ocai \ tramtnu 
(4-4 portent 1 and unaiu lai 
planning t pen. out t. all tlu 
otner ps\ 1 hostK lal \ Ok at ion. i 
sen h es lisU il ano\ e wen 
oitered b\ ai iea-t halt ot the 
states and. tor the moiontx 

ot thoso son 11 es b\ o\ o' 
tw o-thn iK ot the states sp 4 
ual ediuation piogiam- 



1 fi 
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Devel opmen I I )isabi I i t\ 
Coiuuils are pnmanh plan- 
ning and advocac\ agencies. 
Fhev otten set state policies 
.ind agendas tor mental retar- 
dation and developmental 
disabilities programs and ser- 
\ ices. Fhe\ arc not usual! v 
direct ser\ ice pro\ iders. 

Mental retardation devel- 
opmental disabilities pro- 
grams are usualk responsible 
tor planning, administrating, 
coordinating, monitoring and 
i \ aluating the vleli\er\ ol ser- 
\ ices tor individuals with dis- 
abilities. Ihev max alsi> devel- 
op and manage piogranv. that 
ensure that persons w ith dis- 
abilities receive supervision, 
support and training. 
■ I Vvelopmental 
I )isabilities Councils leport 
{hat programs such as sup- 
ported cmplo\ inent, family 
support. *md case manage- 
ment are all tittered in at least 
70 percent ot the states bv var- 
ious pro\ ider agencies 




I able 



Services Offered bv State Developmental 
Disabilities (DD) Councils, 1990 




Service 


Percent of States 

Offering Service Number 


Supported employment 


76% 


28 


Family supports 


70% 


26 


Case management 


70% 


26 


Individual transition planning 


65% 


24 


Career planning/assessment 


57% 


21 


I'orsonal/ vocational adjustment 
Counseling 


54% 


20 


On«the-|ob training 


51% 


19 


job placement 


51% 


19 


School nurse* school health dime 


46% 


17 


sox/familv hie education 


38% 


14 


Sclt-ad\ txacv training 


35% 


13 


Drug prevention 


30% 


11 


Post-graduation follow-up 


30% 


11 


Financial planning 


14% 


5 



■ Se\ entv-se\ en percent or 
moroot all state Mental Retar- 
dation/ Developmental 
Disabilities prog tains provide 
case management sen ices (S3 
percent); family support (80 
percent); adaptive equipment 
(77 percent); and supported 
empltu nient (77 percent). 

■ The following services are 
provided bv 3S percent or less 
ot the state Mental 
Retardation/ Developmental 
Disabilities programs: se\/ 
tamilv lite education (3S per- 
cent); selt-advotacy training 
(31 percent), financial plan- 
ning (28 percent); drug abuse 
prevention (2S percent); and 
pi >st-g rad u a t i oi i foil ow -up 
(26 percent). These represent 
less "traditional" services. 
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Services Offered by State Mental 
Retardation/Developmental Disabilities Programs 
(MR/DD), 1990 



■ In on area gaining 
increasing attention by tlv 
medical and health profu- 
sions. on!\ 2o percent ot t'le 
state Men to I Retardation 
Developmental Disabilities 
programs provide sen ices to 
help teens' transition to adult 
health care. 

■ Perceptions ot what ser- 
vices are available and actual 
availability are often subject 
to wide discrepancy among 
different programs. However, 
this is not the case with 
Mental Retardation /Develop- 
mental Disabilities Programs. 
A high level ot agreement exisN 
between w hat services 
Developmental Disabilities 
Councils believe are a\ ailable 
and what is reported In 
Mental Retardation <T)e\ elop- 
mentai Disabilities programs 
as available tor teens with 
chronic conditions 



Service 


Percent of States 
Offering Service 


Number 


Case management 


85% 


33 


Family supports 


80% 


31 


Adaptive equipment 


77 % 


30 


Supported employmer' 


77% 


30 


Mental health sen ices 


72°o 


28 


Individual transition planning 


67% 


26 


Home health service* 


62% 


24 


Job placement 


56% 


22 


Career planning/assessment 


46% 


18 


On-The-job training 


46% 


18 


Persona! / vocational adjustment 
counseling 


46% 


18 


Scx.'t'amily life education 


38% 


15 


Self-advocacy training 


31% 


12 


Financial planning 


28% 


11 


F>ug prevention 


28% 


11 


Pos graduation follow-up 


26% 


10 


Transition to adult health care 


26% 


10 


Job fairs 


13% 


5 



Nahon.il C en lei lor Nnuth with Disabilities I * 
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What Programs are 
Emphasized? 



\ 'national Rehabilitation 

SlTTKVS 

Vocational Rehabilitation 
Services deal with both com- 
petitive and supported em- 
ployment outcomes. Young 
adults with disabilities recei\e 
counseling and guidance 
based on individual written 
rehabilitation plans. Histor- 
ical! v. Vocational Rehabili- 
tation Services ha\e Incused 
on older age groups. While 
these service* are theoretically 
available to adolescents, 
manv mav not have easy 
access to the programs. 

■ Ali states surveved pro- 
\ ide career planning and 
assessment (100 percent): the 
\ast majority provide tor: 
evaluation (^S percent), job 
placement l^S percent), and 
on-tho-|ob training per- 
cent) to teens and \ oung 
adults with disabling condi- 
tions. 

■ Almost <■> out of e\ erv 10 

states report pro\ iding per- 
sonal and vocational adjust- 
ment counseling ( c >2 percent), 
adapti\e equipment l c M) per- 
cent), education at post-sec - 
ondarv institutions ( c >0 per- 
cent), and supported employ- 
ment << s ^ percent) to \ outh 
with disabilities. 



Services Offered by State Department of 
Vocational Rehabilitation (DVR) Programs, 1990 



Service 


Percent of States 
Offering Service 


Number 


Career planning/assessment 


100% 


40 


Evaluation 


98% 


39 


Job placement 


98% 


39 


Personal/vocational adjustment 
counseling 


92% 


37 


Adaptive equipment 


90% 


36 


Education at pcn>t->econdarv 
educational tn>titutions 


90% 


36 


Supported employment 


88% 


35 


Case management 


80% 


32 


Services located in jr. /sr. high 
school 


62% 


25 


Family supports 


60% 


24 


Support payments 


60% 


24 


Job fairs 


52% 


21 


Self-advocacy training 


40% 


,6 



■ While only 40 percent of 
states report ottering self- 
advocacv training, that is still 
twice the frequency ot 
Children with Special Health 
Care Needs programs (IS per- 
cent), and more than three 
times that ot Maternal and 
Child Health programs (12 
percent) ottering a similar 
service. 



One ot the barriers to pro- 
viding services tor adoles- 
cents is their low priority 
compared with other age 
groups. To measure the prior- 
ities assigned various age 
groups, agencv directors wore 
asked how thev would rank 
the current program emphasis 
ot health, education, policv 
development and employ- 



ment-related concerns in live 
specific age groups. The same 
question was then posed 
asking the respondents to 
identity what the program 
emphasis should be assuming 
additional resources were 
available. 
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Mntcnuil iiiui Child Ihullh o* 
Clutiln'it icith >/»iw/ / /tw// ; ; 

■ An overwhelming l M pei ■ 
cent ot Maternal tin J Child 
I lealth directors and Kh per- 
cent ot Children with special 
I lealth Care Needs director*- 
report that the birth to 2 vcars 
ago group received their mo-t 
extensive program omphasi*. 
tor hcalth-re'aled concerns 

m No Maternal and Child 
Health or Children with 
Spec i a 1 M ea 1 1 h C a re \ cod - 
respondents selected the ado- 
lescent ( 12 to Is \caiM a* 
catogon as a pnmar\ loi.il 
group 




■ I \ en it funding weie 
a\ailahle lor their program*- 
72 percent 01 Maternal and 
Child I lealth and s2 percent o! 
Children with special I lealtr 
Care \eeds director^ — i t 1 1 tch 

it appropriate that the birth 10 
2 age group should be gi\ er 
top priorit\ 

■ With increased fundm-.; 
Maternal and C hild I lealth 
and C hildren \\ ith spei u\\ 

I lealth C aie Needs, director 
reported that adolescents 
would ha\e a soniewh.it high 
er program pnorilx 



■ 1 he tivus on infants and 
\oung children reflects both a 
philosophical and a program- 
mine pnorit\ . \\ hen asked 



u hat the emphasis should 
be. die adolescent age «.atego 
r\ tared onl\ shghth beUer 
than with tew er resources. 



MCH Program*. 
i urn 11/ hmphaM* 
H\ At>c(.roup. 1^1 



f» 11 vt*afS oi jjO' 1 
3°c 



12-18 years of aw 

0°o 



MCH Proerjuw 
C»i\on Increased funding. 
\\ rul s/fiuifif bi? l.mphasi* 
K\ Xni'l.roup 



C'SHC'N I'rourjmv 
1 nrrni/ I mpha»»i«» H\ \m* (»rn«p. 1 qt n 




C SHC N rroerjnis 
( * 1 \ i.' n lncrcjv.il t undini! 

Uhjl **llt»uhl bo 1 mphj* «• 

B\ Aw l.ioup. 
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/ developmental Di&ibilitics 
Council* and Mental 
RctariltUioii/Dcivhpincntal 
Disabilities Programs: 

Because Mental 
Retardation / Developmental 
Disabilities programs have 
traditionally had responsib- 
ility across the life span, a 
broader range of program 
priorities exists, Nevertheless, 
adolescents still fared poorly 
against every age group with 
the exception of those b to 1 1 
years -of -age. 
■ Just under half of 
Developmental Disabilities 
Council directors (4S percent) 
selected the birth to 5 age 
group as its most extensive 
program emphasis with res- 
pect to policy development. 



■ The age group of W to 29 

\ ears and those \\ ho are older 
than 29 years accounted for 41 
percent ol the council direc- 
tors' priorities. 

■ About I in 10 ot Develop- 
mental Disabilities Council 
directors selected the adoles- 
cent age group as its priority 
choice. 

■ liven with more funding, 
council directors would still 
increase their support for the 



birth to 5 age group (48 per- 
cent to 55 percent)- With such 
hypothetical ly-expanded 
funding, the 12 to 18 year age 
group did increase in priority 
from 11 percent to 19 percent. 

■ Two out of every three 
(67 percent) Mental Retar- 
dation/Developmental 
Disabilities directors report 
that the 19 to 29 year olds and 
those over age 29 currently 



receive the most extensive 
program emphasis. 

■ None ot the Mental 
Retardation / Developmental 
Disabilities directors who 
responded to the survey 
-elected adolescents as the 
age group currently receiving 
the most extensive program 
emphasis. 

■ li\ en gi\ en increased 
funding, only about 1 in 10 
( ! 1 percent) directors ot 
Mental Retardation/ Develop- 
mental Disabilities programs 
believed adolescents should 
actually be their top priority. 
Rather, priorities would 
remain with the birth to 5 age 
group for nearly half (4h per- 
cent) ol the respondents from 
mental retardation programs. 



Developmental Disabilities Councils: 
('uncut f mphasis By Age Group, 1991 



19-29 years 
of aqe 

17% ,- 12-18 years of age 
11% 




•-29 years 
of age 
24% 



6-11 years 
of age 



Developmental Disabilities Councils: 
Given Increased Funding. What blwultt 
be Kmphasis By Age Group, 1991 



12-18 years 
of age 

19% r~ >29 Y ears of a 9 e 
7% 




6-11 years 
of age 



Mental Retardation/Developmental 
Disabilities Programs: Current 
I-mphasis By Age Group, 1991 



6-11 years of age 
5% 

12-18 years 
of age 




19-29 years of age 
31% 



Mental Retardation/Developmental 
Disabilities Programs: 
Given Increased Funding, 
What bhould be tmphaMS 
Bv Age Group, 1991 



12-18 years of aqe 
•29 years 11% 
of aqe . 

6-11 years 
oi age 
3% 



17% 




19-29 years of aqe 
23% 
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>/hym/ LtiuaUion iifhi Wvtiihvuil 
Rehabilitation Seine v* 

Pre-aclolescent and 
vounger children are clearh 
the top priori tv of current 
Special Education programs. 
Much of that prion tv is the 
result of the tocus on earlv. 
lnterv'ention seen in the feder- 
al legislation passed in the last 
two decades. 

■ Three age groups— birth 
to 2 (18 percent), 3 to 3 years 
(32 percent), and 6 to 1 1 \ ears 
of age (23 percent) — account 
for nearlv 3 out ot e\er\ 4 
Special Education director 
selections as current p remain 
priori t\ . 



■ Increased funding makes 
t in insignificant difference 
(from 18 percent to 21) pecent) 
in the priority that Special 
Education directors give to 
the adolescent population 

With \ ocational Rehabi- 
litation directors, the opposite 
is true: groups older than 
adolescents ( W to 24 and 30 to 
"V-M account tor more than S 
ot 10 directors' selections tor 



existing program priority . 
1 he mandates of tederal 
legislation — especially the 
Rehabilitation Act of W3 and 
subsequent amendments — 
account, in part, for this 
emphasis on adult popula- 
tions. \ ocational Rehabili- 
tation directors said they'd 



make the most dramatk 
changes in programs it addi- 
tional monies w ere a\ ailable 

■ Slightlv more than halt 
(^2 percent) ot \ o^Mion^ 
Re h a bi 1 i t a t ion d i rector** 
believe adolescents should be 
their department's most 
extensive program emphasis, 
an increase of 400 percent. 

■ That dramatic 400 percent 
shitt mav suggest \ ocational 
Rel ia bi 1 i ta t ion d i rectors ' 
appreciation for the crucial 
transition period from school 
to the adult world of work 
and the need tor \ ocational 
skills to make that transition 
successful. 



Special tdueatiun Programs 
t urrcnt hmphasis Bv ! \i;t* Croup. \W\ 




Birth :> voars of aqc 
18°o 



Special Ldueation Programs. 
Given Increased hundinp: 
\Shal s/uwM be Lmphasis 
B\ Age Croup. I«*<M 




l?-la vpars of age 
20°o 



Vocational Rehabilitation Programs: 
c iirrmt Lmphasis Bv At»c Croup, 1W1 



. — 40-49 years 




\ ocational Rehjbilitahon Programs. 
Given increase. 1 landing. 
VShat >lwuhi be Lmpfcasi- 
B> Ape Group, 1*W! 




<~ 1 
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Who Should Provide Services 

to Adolescents 

With Chronic Illness or 

Disability? 




Directors of the programs sur- 
veyed in this study do more 
than plan, coordinate or pro- 
vide services, Thev usually 
have some role in shaping 
and influencing policy. The 
directors' perception ot who 
should be primarily respon- 
sible tor providing services 
mav be an important tactor in 
what services an agency or 
program actually otters. lo 
measure that perception, we 
asked the directors ot all si\ 
state programs and the 
Adolescent I lealth Coord- 
inators who should be respon- 
sible tor providing services 
in 1 1 areas. Directors could 
assign primarv responsibility 
tor a particular service to one 
ot fixe programs or depart- 
ments: 

■ Maternal and Child 
I lealth Programs 

■ Children with Special 

I lealth Care Weds Programs 

■ Department ot Vocational 
Rehabilitation 

■ Department ot Education 
(including Special Education) 

■ Other (and asked to 
specify) 



Combined results tor all 
programs are represented in 
Table S. 

■ Se\ enty-two percent 
agreed that vocational coun- 
seling is the responsibility ot 
the Department ot Vocational 
Rehabilitation. 

■ I he services least a\ ail- 
able to teens with disabilities 
tend to be those where pri- 
marv responsibility is most 
dispersed among the five 
program choices such as: 
transition to adult health 
care, financial planning, self- 
advocacy, and support with 
family relationship problems. 



■ Many agency directors 
expect the Department of 
Education to provide services 
to adolescents with chronic 
illness and disability, even 
when the education system 
may not necessarily be the 
most appropriate choice. 
Departments of Education 
are reported to be the first 
choice to provide services 
including: financial planning, 
drug prevention, self-advoca- 
cy, health education, family 
relationships and health scr- 
\ ices in schools and school 
health clinics. 



■ The Department ot 
Education appears to be a 
catch-all when a specific ser- 
vice does not dearlv fall 
under another agency's prior- 
ities. 

■ There is little agreement 
among state-level public pro- 
gram directors with respect to 
program responsibility tor 
nianv act i\ i ties related to 
\oung people with disabili- 
ties. This may suggest a lack 
ot understanding ot the limits 
ot some programs, lack of 
knowledge ot what other pro- 
grams actually piovide. and a 
strong rationale for the need 
for greater interagency collab- 
oration among programs and 
agencies. 



"We have training 
materials and 

resources. 
We need to put 
them into 
practice. " 



ERIC 



"10 Toen.ipcrs at Risk 







ALL DIRECTORS 






For each of the lollowmg i*>aiox who do you believe >honhi ho 
the provision of *ervice> to adolescent* with chronic illne^M> 


primarily re> 
ind disability 


ponsible tor 


Issue 


MCH 


AGENCY/ PERCENT * 

Dept. 

CSHCN VR of Ed. 


Other 


No 
Response 


Health services 
in schools 


28"" 


17".. 


0% 


47% 




5", : 


Transition to adult 
health care 


23% 


33% 


12% 


14% 


13% 


D to 


Financial planning 


4".. 


14".. 


19",. 


28" » 


21% 


14".- 


Vocational 
Counseling 


0% 


1% 


72% 


22% 


2% 


3% 


Vocational skill 
development 


0% 


1% 


58° o 


36% 


3°.. 


2°.. 


Sexuality /family 
life education 


22% 


5% 


1% 


59% 


8% 


5% 


Drug prevention 


12".. 


4% 


1% 


63".. 


13".. 


5"<- 


Self-advocacy 


2% 


25% 


7% 


30% 


28% 


8% 


Health education 


17°.. 


15°,. 


1% 


60",. 


4".. 


3% 


Family 
relationships 


15% 


21% 


1% 


32% 


21% 


10% 


School Health 
clinics 


41".. 






44". 


4".- 


4"., 


f *Kr-»l»iiiiHfs w ith innltip 




i < moiv than oiu 


\\'T h«»n/< 




rrr rlm)in.){» , »l tr 


tm tins .m.ik i 



'~ , t Si.ilKtii.il (. riili'i lot Vmth ivith .'its.ihihlu'H 2\ 
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What are the Major Issues? 




TitWfition to Adulthood 

Fransition to adulthood 
can be paintu! and awkward, 
but it is a .significant and vital- 
l\ important time, even tor 
heal tin adolescents. For those 
with chronic and disabling 
conditions, it is all that and 
perhaps more. lust u hat do 
-tate program directors con- 
Mder the most significant fac- 
tors in their state that limit the 
successful transition of \outh 
u ith chronic illness or disabil- 
ity to adulthood? Thev were 
asked to select from a pre- 
selected list of nine factors: 
education 

patent in\ ol\ ement 
peer relations 

vocational emplovment 
*ainim; 

insufficient transition 
lannmg 

health care financing in- 
surance co\ erage 

a\ailabilit\ ot health care 
L»r\ ices 

inadequate com mu nth 
v ing options 

transportation - location ot 
services. 




t,ibtc 4 



Factors that Limit Successful Transition 




Factor 


Percent of all program 
directors rating most important 


Number 


Insutficient transition planning 


46% 


115 


Transportation /location 
at services 


45% 


112 


Vocational/employment training 


45% 


112 


Inadequate community 
living option:". 


38% 


95 


Health carctinancing/ 
insurance coverage 


24% 


60 


Tducatinn 


16% 


41 


Parent involvement 


14% 


36 


A\ailabititv ot health 


13% 


33 


care services 






Peer n»lation.s 


7% 


17 



Based upon the abo\ e 
Jioues, the three primary 
barriers to transition genera IK 
identified bv all include: 

■ insutficient transition 
planning 

■ transportation < Ideation ot 
services 

■ \ optional emplo\ merit 
trai mm:. 

lndi\ idual directors \ lews 
(in the U*\ barriers to success- 
ful transition \aried consider- 
ablv InterestingU enough, 
despite the tact that health 
insurance has become a major 
national issue, it was intre- 
vjuenfclv cited as a barrier to 
transition. 
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■ Maternal and Child 
Health and Children with 
Special \ lealth Core Needs 
directors selected health care 
financing and insurance ecu - 
erage as the single most 
important factor; tor all direc- 
tors, insurance was fi*ih on the 
list. 

■ Men ta 1 Re ta rd a ti on < 
De\ elopmental Disabilities 
directors. De\ elopmental 
Disabilities Councils arid 
Vocational Rehabilitation 
directors viewed voca- 
tiona 1 / em plo v ment t ra ming. 
transition planning, trans- 
portation ami comniumtx 
living options as most 
important; health care 
financing, insurance cover- 
age and a\ailabilitv ot health 
aire wen* h\i<t important. 



Factors that Limit Successful Transition 
MCH & CSHCN Directors 




Factor 


Percent of MCH & CSHCN 
of "Most Important" 


Number 


Health care tinanrini; 
insurance coverage 


47% 


36 


Insut'tiaent transition planning 


46°o 


35 


Vocational /emplovement 
training 


46°o 


35 


transportation/ location 
ot services 


37°o 


28 


Inadequate communit\ 
livinp options 


36°o 


27 


Education 


24% 


18 


A\ailabiht\ of health 
care sen ices 


20% 


15 


Parent imovemcnt 


12% 


9 


Peer reljtion- 


5°o 


4 



■ Adolescent Health 

I oordinators considered the 
reverse to be true: I lealth 
concerns were viewed as 
two ot the three most impor- 
tant factors limiting success- 
tul transition. 

■ The importance ot transi- 
tion planning was a signifi- 
cant theme tor all directors 
ln^:ttht iriit transition plan- 
ning, one ot the three most 
important factors, wasconsis- 
tentk listed by directors, and 
4n percent of all directors 

I more than am other factor) 
listed it as the most important 
ot the three pnoritv tai lors. 



■ C.eneralh , publk sector 
programs \ tew health care 
tin.mcing and insurance cox - 
erage as a more important 
cause in limiting successful 
transition than the awiilabili- 
tv of health care services. In 
other words, the data suggest 
access to health care is a tar 
greater problem than avail- 
ability ot health care 



Combined results lor all 
programs are represented in 
Table y. Results from 
Maternal and Child Health 
and Children with Special 
1 lealth Care Needs directors 
are represented in Table 10 



'Intensive 
transition and 
vocational 
preparation 
programs are 
needed to prepare 
students for all 
areas of 
a hilt lifer 



Co 
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Do severe chronic illnesses without overt 
physical disability present youth with any 
particular problems with regard to employment? 



Whiticn DwbiUtu .///</ 

I'ttioiounwnt 

l!mplovment-rolatod prob- 
lems are a significant issue in 
the lives ot adolescents, espe- 
ua II v tor those with severe 
chronic illness v\ ithout o\ erl 
manilest.it ion ot phvsical 
disahilih (such asepilepsv, 
diabetes, cvstic fibrosis, 
hemophilia, rheumatic ho»ut 
disease), ol the si»\ en 
program directors v\ ere asked 
about the frec|uenc\" ot em- 
plov ment-related problems 
tor adolescents v\ ith non-\ isi- 
ble conditions. IJeiausc u u .;iii- 
li\ e disabilities wore included 
from this question. Mental 
Retardation I V\ elopmental 
I Usabilities program directors 
a ere not queried, Data are 
*umman/ed in I able II. 

■ \inet\ -in e percent ol 
\ ocational Rehabilitation 
directors relt that ma ere 

» hronu illness i t i uses prob- 
lems tor adolescents on some 
«h cask mis. 

■ si\t\ -eight percent ot 
Maternal and C hild 1 leallh 
.lirectors n«lt that adolcsi ents 
.\ ith non-\ isible conditions 
i.ue some emplo\ ment-relat- 
ed problems. An e\en higher 
percent ot I hildren vs ith 
special Health Cat e Needs 
directors (M percent! belie\e 
adolescents w ith hidden dis- 
abilities i\ill lace emplo\ ment 
problems 



Response 


Percent 


Number 


Usually 


42% 


89 


Some ot the time 


31% 


64 


Always 


9% 


18 


Rarely 


3% 


7 


Pon't know 


13% 


27 


No response 


2% 


4 



(Combined results from six ot the seven program 
directors-MH/DD directors not asked question) 



Hh ..anie primps ot direc- 
tors were then asked to deter- 
mine how successtullv the 
emplovment-reiated concerns 
ot adolescents with se\ere 
chronic illness were being 
addressed bv regular and spe- 
cial educational services, 
vocational eilucational and 
I )ep«irtments ot Y optional 
Rehabilitation. I he responses 
ot l it lo Y Maternal and Child 
I lea Ith and Children with 
Special Health Care \eeds 
program directors were ot 
particular interest, primarily 
due to the high number ot 
ilon / know'' responses 
roceh ed. 

■ ' / Vh / know' responses 
were e\tremelv high: M\ per- 
i ent ot Maternal and Child 
I loo Ith directors responded 
that thev did not know the 
success of regular and spenal 
education; ^2 percent said 



thev didn't know vocational 
education's impact; and 44 
percent gave a similar 
response tor Departments ol 
Yocationnl Rehabilitation. 

■ Children with Special 

1 lealth Core Needs directors" 
'don't know ' responses were 
even higher: ?4 percent re- 
sponded "don't know" as to 
the impact ot regular and 
special education; pi percent 
with respect to vocational 
education; and 42 percent tor 
Departments ot Vocational 
Rehabilitation. 

■ Adolescent 1 lealth Coor- 
dinators' kick ot knowledge 
about the impact ot other 
agencies was higher still: ^7 
percent ot responding coordi- 
nators didn't know how reg- 
ular and special education 
services v\ ere addressing 
such problems, <ind b4 per- 
cent reported lion t know for 
both volitional education 
and Department ol 
Vocational Rehabilitation 
services. 



■ Developmental Disabi- 
lities council directors may be 
either better informed or more 
opinionated: their reported 

" Jon I know* ' were 2 c f percent 
tor regular and special educa- 
tion; 32 percent tor vocational 
education: and 33 percent tor 
Department ol Yocational 
Rehabilitation Services. 

■ \\ hat r- clear is that lack 
of information and awareness 
across agencies is the norm, 
not the exception, tor agencies 
and programs in this crucial 
area concerning youth with 
chronic conditions. 

'Invisible 
disabilities often 
can cany as great 

or greater a 
stigma/' 
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Apart from the apparent 
Luk ot know ledge as to how 
enapiox mont-relaied proh- 
U»nb are actuallv being 
addressed, the data suggest 
tlii" respondent* to this siirx ev 
perceixe (hot the pn^r.inb m 
regular and special education 
\ oi at tonal education and the 

L MWtmiMIt Ot \ OiMtKMT.il 

Rehabilitation are nol success. 
tulK meeting the needs ot 
\ oung people w ith disabili 
ties. C >n .niT.1^1', agencx 
directors e\ aluated the pro- 
gram successes m other state 
agencies a- follows i i-high 
1 0=|ovx ) 

■ Special t -diuatioiv u 

■ \ imition.il I duration n 1 

■ \ oiational Kehahihta 
1 ion - ^ " 

\ niultkiisi lphnarx , mtera 
genev approach requires a 
certain level of kmn\ ledge ol 
other fields and programs 
I he apparent Lukot informa- 
tion I ret k\ ted In tin- hijih 
rate of .la t kno.* responses 
v\itli ivspoit to thi k extent 
od tu at tonal program* and 
\i\nuonal Rehabilitation s^t 
\ in** mu i I'ssfulK aildi ess i ei 
lain emploxmcnt problems! 
-uwsts a mvd lor moi i' 
interacen* \ » ollahoration a:ul 
a greatei lommitment to the 
concept ot tlie niultidiseipli- 
nar\ approai h to adolescent 
problems U provzratns .11 « 
tmk to use all losources 
available to sen e teens \\ ith 
disabling \ ondition* then 



Is there a need for interagency efforts to meet 
needs of adolescents with chronic illnesses and 
disabilities (all programs), 1990? 



Response 


Percent 


Number 


In i^enorjl. vo* 


87°o 


216 


In «-ome ca«.i-* 


10°o 


26 


In i»i*nerat. n«- 


<1% 


1 


Don t know 


2% 


4 




<1% 


1 



Does your program participate in any 
interagency agreements, programs, or activities 
related to adolescents witn chronic illnesses and 
disabilities (all programs), 1990? 



Response 


Percent 


Number 




64% 


159 


\.< 


29°o 


71 


Don't know 


6°o 


16 



\o response 



I hex nuist know where the 
programs are succeeding and 
\\ here I hex .ire not 

I he data suggest .1 strong 
pereeixed need tor improved 
mteragoiw eltorts 
■ \ irtnallx all ( l C percent i 
directors report a need tor 
interagency efforts to meet thn 
needs of adolescents with 
i lironii illnesses and disahih 
tie^ 



■ lewer than tvx n-third* m4 
percent ) ot all tlie program 
director* report actuallv 
participating in interagencx 
agreements, programs or 

ai tix ities related to viuith 
w ith disabling conditions 

■ Unix halt percent) ot 
Maternal and Child I lealth 
programs and Adolescent 

1 lealth C oordinator* partii i 



pate in interagencx agnv- 
ments that relate to adoles- 
cents with chronic iliness and 
disabihtx l or Children with 
special Health c are Needs 
programs, the corresponding 
trecjueni \ is <vs percent. 

Data are represented in 
Tables 12 and I" 

Interagencx eltorts are gen- 
erallx heliexed to he a kox to « 
real multidi*cipliiiarv 
approacli to the complex 
anax ot prohlems uued b\ 
adolescents with chronic ill- 
ness and disabihtv . I he bene 
tits, both potential and real, 
seem ohx ions 

■ Ox er one-fourth (27 pei 
cent) ol directors indicated 
that interageiicv collaboration 
helps coordinate serx ice and 
share information. 

■ One in 5 believe that 
improved delivery services 
are a benefit derived from 
interagencx efforts 

■ Kightecn percent ot till 
program dneitors reflected a 
belief that interagencx u*llah 
oration enhances technual 
.is vista iu e. lOinnuinuatioi : 
and planning 

■ I lurteen peivenl ol tin 
direi tors stated that inter.i 
gencv collaboration helps 
avoid duplication, redtues 
K>sts and prox ides tor an effl- 
uent use ol ageiux ro*oiirie- 
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What About the Future? 
Research, Legislation, Policy 
and Future Program 
Development 
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I'he existence of intera- 
ct* ncv agreements on paper 
does not, ot course, imply 
effectiveness A number ot 
factors intervene to prevent 
such agreements trom being 
tullv implemented: 

■ I \i pe r a g reemen t s a re re n - 
dered meaningless bv Lick ot 
ioon.1 ination. 

■ Resolving "litit" issues 
consumes time and effort 
which could be going to 
service coordination and 
deliverv. 

■ 1 ack ot leadership 

and / or a superficial commit- 
ment to interagencv collabo- 
ration renders e\ en the most 
skilltulK - drafted agreement 
meaningless and mettecti\e. 

■ A lack of formal mecha- 
nisms to assure the collabora- 
tive process translates into 
inefficient . with numerous 
issues and problems tailing 
between bureaucratic cracks. 

■ People are needed to staff 
and coordinate mteragencx 

<. ollaboration efforts; such 
agreements are rareh , it e\ er. 
self-e\ecutmg. Statf shortages 
due to budget restraints and 
limited resources impede the 
i»tfecti\ er>«'ss of manv mtera- 
e,enc\ agrei ments. 

s ;\\ hti >tinin ->: 

\ principal means ot 
assessing needs and defining 
the problems of adolescents 
with chronic illness and dis- 
nbilih is, ot course, to con- 
duct special studies, l ew p lib- 
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lie programs, however, have 
undertaken needs assess- 
ments targeted to youth. One 
in tour Developmental 
Disabilities Councils has 
undertaken special stud'es ot 
\outh with chronic and 'or 
disabling conditions, signifi- 
cant m e data collection 
than has been dev eloped b\ 
the other agencies sur\ ev ed 
(Maternal and Child Health 
and Children with Special 
1 lealth Care \eeds were not 
questioned). 



l ulutr Pnontic*: 

All seven agencies were 
questioned about the three 
top priorities for the future in 
delivering their services to 
adolescents u ith chronic ill- 
ness and disability. 

■ I he most frequently cited 
priorities (20 percent) were: 
expansion of sen ices, tm- 
prcned coordination ot scr- 

\ ices, and the integration ot 
ser\ ice deliverv s\ stems. 

■ 1 he sc eond most frequent 
choice among program direc- 
tors wa » providing more sup- 
port services, such as t asc 
management, transportation, 
school -based health pro- 
grams, independent living 
assistance and respite care to 
families. 



■ The third most frequently 
listed priori tv bv all program 
directors was the availability 
ot transition serv ices and 
planning tor youth with 
chronic and disabling condi- 
tions. 

■ llxpanded training and 
supported employment 
opportunities tor teens with 
chronic illness and disability 
was an important priority, 
especialh tor directors ot Spe- 
cial Education and Vocational 
Rehabilitation. 

■ C >nc in e\ en* eight 
responses acknow ledged the 
need tor more funding. 

i.i\i>hitiOn - ( Ve> u EnnbU' 
>iri'uv> or Act a< ii fain wr? 

] he agencies surveyed 
were asked it the\ encoun- 
tered state legislation beyond 
federal requirements that 
either enabled or acted as a 
barrier to service pro\ ision 
tor youth with disabilities. 

■ C X era 11. 27 percent ot the 
directors reporting indicated 
that their state had legislation 
w hich enabled the delivers ot 
services to adolescents w ith 
disabling conditions. 

■ lust I ^ percent ot the 
directors report that there was 
specific state legislation wliith 
acted as a barrier to the deli\ - 
erv ot ser\ ices. An a additional 
2^ percent w re uncertain. 



■ Directors ot special 
1 ducation (44 pen. cut j. 
\ Ion to I Retardation 
Developmental I labilities 
Programs Oo percent i 
De\ olopniont.il I Usabilities 
Council* iVi percent); and 
\ ocational KrhjbilU.it ion 

I Vp.irtmonts (2^ percent ■ 
were till much more likolv to 
report having state legislation 
th.it enabled the deli\or\ ot 
sen ices th.m w ere M.itorn.il 
and Child Health .ind 
Children with special 1 lealth 
Care Needs programs o' 
Adolescent I lealth 
Coordinator positions 

■ I wice ,is nian\ directors 
(^4 percent! behe\ed then 
was no legislation w hu ii 
enabled the deli\er\ ot sei ■ 

\ tee*- I w ent\ -se\ i n percent 
telt tliore wen* such laws. 

■ T he impact ot enabling 
legislation where it exists on 
the doln or\ ol son ices to 
adolescent- is lar greater in 
spoual 1 diuation 
Development I )isahihtie- 

L ouiu lis. Mental 
Ketaidatioii 1 K \ elopnieiit.il 
I )isabilities programs and 
\ ocation.il Rehabilitation 
son kos than on title \ pi* 4 - 
crams i Maternal and C hild 
I lealth C hildien \\ ith sjuh i.ii 
I lealth i_ .ire \oeds and 
Adolescent I lealth 
C oordmatoi s i 




■ Of the directors who 
report ha\ inu enablim; legis- 
lation. shi;htl\ o\er halt 
peiieiiti report such loui-la 
hon h.is moderate or hit k 
imp.u ! I went\ -lour peri out 
loport tiie law s imp.u t on 
sei \ kos ,is nivat. \hout .in 
oijual numbei O ; percent > 
either did not know tin 
impa* t or did not respond 



/V//cw i><Ui'** 

I ach ageiii\ or piogram 
was asked to spent \ pohc\ 
issues related to son ices toi 
adok'seenls w ith i hronu ill 
ness or disabilih that w ere 
currenth helm; dis*. ussed in 
their slate. I his was a "-llhiei 
ti\ e question and relied on 
the respondent perceptions oi 

,<\;./i' .< a- s vm/v 
■ Some l w peiiotit ol dire*, 
tors indicated that polk\ dis 
ciissions were in progress on 
s\ stems planning: state ted 
oral mandates. M hool so: 
\ u es. i'\pans»(»n ol son no- 
...teiauein \ lollaboratioii 
i n torni.it ion sharing and I 1 1\ 
proura ills 



■ Additionalh . Is percent 
ol directors acknow ledued 
discussions regard mu tin 
range ot support sor\ ue- 
laniih suppoi i. respite car< 
independent li\ inn. commu- 
nit\ -based support mt\ uc- 
case management, and into 
grauoii inclusion issues 

■ Se\ eiUecn po-H out ol ah 

director responses indicated 
transition issues werecurren' 
l\ bom g d is*, ussoil 

■ Se\ en percent ol tin- 
respondents indicated that no 
polii \ issues related to s<.<[ - 

\ ms lor \ on th w ith disabili- 
ties wore currenth helm; di-- 
i listed in their state 



'Various agencies 
deal with pieces of 
the needs of this 

population- 
approaches arc 

fragmented, 
uncoordinated 
and the buck is 

often passed 
resulting in kids 
falling through 

the cracks." 



Ntitiott.il i rou t hu With utlh I liN.ihihhr- ?' 





.iturc l'ii\r,nti < ii i*s 
' V:vMj l, //.ff/ 

I lie directors of each pro- 
•;r.ini wore asked u h.it t\ pes 
ot program* or sor\ kcs lor 
adolescents with chronic ill- 
ness and disahihtv lhe\ 
would like to sec developed 

111 their M.lk' II Cl\ I'll 

':uT(MM*ii support 

■ \hout I in » ( |H ii ent ) 
.u tin* dim tors u-sponded 
th.it tho\ wihiM like to mv 
more *.ommumt\ - and school- 
l\is t »J s L -r\ ki-s madcav a liable 
to teens w uti disabilities and 
their families. ^ikIi ,1^ -i hool 
health si-i \ ins. independent 
h\ in s programs. t \\ roattoiial 
-i t\ ii i's aiui onipiov ment mt* 

■ More transition programs 
:n heailh i an- and in planning 
.nil employ ment were iieed- 

. d o help tin* teenager move 
rrom school into the adult 
world avoiding to Is percent 
. »t respondents 

■ I itteoii percent ot tlu ( 

directors u Ollid like to Use 
tlllOJsod tiii.inu.il support 
■or program cm s\su«nis 
iiiipro\ cmenl. making intora- 
.;imic\ collaboration and coup 
liin.ilion ot s t -i\ ii rs more 
• •Hoi ti\ e and instituting a 
-trong need** assessment in i ■ 
n.itn e 



■ C >nlv 2 percent ot the 
direi tors sur\v\ ed would put 
more resources into case man- 
agement. 

I ho need to pro\ ide .i 
greater arrax ol transition ser- 
\ no .niii planning w as .1 u'iv 
Mstent theme across all pro- 
grams. Maternal .ind C htld 
\ lealth directors and 
\dolosceiit I lealth 
C oordinators ranked this tuM; 
direc tors ol Special I ducation. 



Development.il Disabilities 
C ouncils and Voaition.il 
Rehabilitation programs 
ranked it second; and 
C hildren u itli Spou.il \ lealth 
Care Needs and Mental 
Retardation / Developmental 
Disabilities directors ranked it 
third. 

One in e\cr\ seven public 
sei tor programs survcv ed 
agreed that more and better 
transition planning and soi- 
v ices are needed anoss the 
board, troin pediatric eare to 
adult health-care, and from 
st. hool to eniplo\ nieiil and 
independent li\ ing 



I he i or relation was high 
between \\ h<it directors 
would like to see dev eloped it 
more support was pro\ ided. 
and what were listed as the 
most important factors that 
limited the successtul transi- 
tion ol vouth w ith disabilities 
to adulthood. I or example, 
more transition serv ices are 
consistenth rated as ,i highlv 
desirable de\ clopmor nsut- 
ticient transition planmag 
u as \ lowed as one ot the 
three most important factors 
in limiting the successful tran- 
sition ot adolescents to adult- 
hood. 

More conim unity-based 
serv ice with greater ait. ess 
u as the most frequent choice 
ot directors, and such basic 
serv ice issues as mobility and 
the location ot services was 
one ot the three most impor- 
tant factors that limit success- 
ful transition. 
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Additionally, the del to sug- 
gest on oquallv strong correla- 
tion between future programs 
ond son ice de\ elopmont ond 
transitional factors. This con- 
sistency between what direc- 
tors perceive as the most cru- 
cial ot adolescent needs ond 
the programs the\ would like 
to see developed in their 
states con onlv be viewed os o 
vorv positive phenomenon. 
1 he contingency, ot course, is 
increased funding, ond unfor- 
tunately that has been a con- 
sistently difficult problem tt>r 
those programs who would 
serve vouth with disabilities. 




• i • 
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Appendix A 

Response by Agency By State 



Washington 

csi icn 
aik* on 

MR/DD DVR 



Montana 

MCH CSHCN 
SPED DD MR/DD 



Oregon 

CSHCN 
A HO 
SPED 
|)\R 

a 



D\'R 

a 



Idaho 

MCH 

CSHCN 

DD 

a 



Wyoming 

MCH 
CSHCN 
SPED 
DD 



Nevada 

CSHCN 
MR/DD 
DVR 



California 

MCH 
CSHCN 
hPED 
DD 

MR/DD 
DVR 



a 



Utah 

CSHCN 

SPED 

DD 

MR/DD 
DVR 

a 



a 



Arizona 

CSHCN 
AHO 
SPED 
DD 

MR/DD 
DVR 



a 




Colorado 

MCH 

CSHCN 

AHO 

DD 

DVR 



a 



New Mexico 

MCH 

CSHCN 

SPED 



a 



North Dakota 

MCH CSHCN 
DD MR/DD DVR 



a 



South Dakota 

CSHCN 

SPED DD MR/DD 
DVR 



Minnesota 

MCH 
CSHCN 
AHO 
SPED 
DD 
DVR 



a 



a 



Nebraska 

MCH CSHCN 
SPED DD MR/DD 



Iowa 

MCH CSHCN 
A HO SPED 
DD MR/DD 
DVR 



a 



Kansas 

MCH CSHCN 
SPFD DVR 



a 



Oklahoma 

MCH A HO SPED 
DD MR/DD DVR 



Missouri 

MCH CSHCN 
SPED DD 
DVR 



a 



Arkansas 

MCH CSHCN 
SPED DD 
MR/DD 





pO 



o 



Hawaii 

C SIR N sPI D 
DD MR DDIAR 



a 



EMC 



10 Teenagers at Risk 



31 



Maine 



Vermont 



[¥J Total # Of Respondents 



cm k \ sri t) 

MK 



Connecticut 



New Jersey 



I I CMK\ MM D DP 
1 1 ,AK g) 






Ml 11 I MIC \ \IU ■ 




PP MR PP I A k 







New Hampshire 



Ml 11 MM I) 

pp in i: 



Massachusetts 





Ml 1! 1 M K \ \1 K ' MM 1 ■ 
PP MR PP I A K 




CD 



\K M tSK \ \IK ■ MM I i 
MK PP 1A K 



Rhode Island 



slM p 
l>\ K 



Delaware 



Ml III m K \ MM I 1 
Ml) MK PP 



Maryland 



\i u ■ 

MK IM) 



Dist of Col (DC) 



1 


MR DD 




l)\ K 
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Total # Of Respondents 
MCH-Matcrn.il Child Health 

CSHCN - Children with Sjxvi.il 

Health Care \'eed> 
AHC* - Adolescent Health i. nordinator* 

SPUD - Special 1-dueation 

DD ■ Developmental Disabilities 

MR/DO - Mental Retardation 

1 )e\ elopmental I )tsahilitics 

DVR - Department ol \ocational 
Rehabilitation 
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ERIC 



National Center for Youth 
with Disabilities 

flu' National Center tor 
Youth with Disabilities a 
collaborative project ot the 
Sociot\ tor Adolescent 
Medkino and the L"ni\ei>it\ 
of Minnesota's Adolescent 
Health Program. I'stablishcd 
in l c) S^. the National Center 
for N outh u ith Disabilities is 
.m information and resource 
i enter Ionising on adoles- 
cents with chronn illnesses 
and disabilities and the issues 
that surround their transition 
to adult lite. 

I he C enter's minion is to. 

■ Raise av\ateness of the 
needs ot adolescents v\ ith 

* hronic illness and disabili- 
ties. 

■ Iwpand the knowledge 
and itnokcmcntot those 
w ho prov ide services to 
wuith. 

■ Promote piogranis and 
strategics u hich enhance 
the abilitv oi adolescents 
and \ oung adults to grow 
develop, uork, and partici- 
pate in communit\ lite to 
their fullest capai it\ . 



The National Center tor 
Wuth with Disabilities com- 
bines and shares information 
and knowledge to help 
advance t hi night and practice 
in ii rapidlv de\ eloping field. 
I lie C enter pro\ ides eas\ 
aice»»s to current resign h 
findings and information on 
resources and ad\ ocac\ 
rttorts, and disseminates poli- 
i\ and program de\elopment 
information to .igeiuies, 
health care professionals, edu- 
cators, social workers, policy- 
makers, parents and vouth. 



Programs and Services ot the 
National Center for Youth 
with Disabilities: 

■ National Resource Library 

■ Publications 

■ Conferences and 
\\ orkshops 




Principal Investigator 
Robert VVm. Blum. M.D.. 
M.P.H.. Ph.D. 
Professor and Director 
Division ot General Pediatrics 
and Adolescent Health 
University ot Minnesota 

Executive Director 

Nanev A. Okinow, M.S.W. 
Uni\ersitv ot Minnesota 
Project Staff 
Kli/abeth Litis, M.S.W . 
Timothy Jorissen, |.l). 
Peggy Mann Rinehart 
Nan Salter lee 
Shari Morrison 
Linda Pratt 
Diane Miajala 
Maria Korpi 

Coordinating Council of the 
National Center for Youth 
with Disabilities 

Donald Or, M.D. 
Arthur B. Ulster, M.D. 
Dale C.GarcIL M.D. 
Renee R. lenkins, M.D. 
Lonnie /elt/er, M.D. 
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